Addendum I
ParkinsonSupport: In the Face of Dying – Final Questionnaire
1. How long ago did the last Parkinson’s patient you treated pass away?
Between 0 and 6 weeks ago
Between 6 weeks and 3 months ago
Between 3 and 6 months ago
Between 6 and 12 months ago
Between 12 and 18 months ago
Between 18 and 24 months ago
>24 months
2. What is your age?
…………………..
3. What is your gender?
Male
Female
Other
Prefer not to say
4. Which discipline do you represent?
Geriatrician
General Practitioner
Neurologist
Elderly Care Specialist
Nurse Practitioner
Other
5. Where do you work? (multiple answers possible)
Mental Health Institution
Hospice Facility
(Own) (Group) Practice
Regional/Peripheral Hospital
Rehabilitation Center
Rehabilitation Nursing Home
Home Care
University Medical Center
Nursing Home
Residential Care Center
Academic Hospital
Other
6. How many years have you been working in your current position?
……………………………..
7. How do you recognize that the terminal phase has begun in people with Parkinson’s disease? The terminal phase includes the last six weeks before death.
Please describe: ……………………………..
8. Do you experience difficulties in recognizing the terminal phase in people with Parkinson’s disease?
Yes
No
If yes, what kind of difficulties do you experience? Please describe: ……………………………..
9. How do you or your colleagues mark the terminal phase marked within your health care facility or work setting?
Please describe: ……………………………..
10. What changes do you implement in your treatment or care when someone with Parkinson’s disease reaches the terminal phase?
……………………………..
11. How often do you use the end-of-life care guideline?
I am not familiar with the end-of-life care pathway
Never
Rarely
Sometimes
Often
Always
12. How often do you observe pain during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
13. How often do you observe fatigue during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
14. How often do you observe drowsiness during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
15. How often do you observe anxiety during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
16. How often do you observe diarrhea during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
17. How often do you observe constipation during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
18. How often do you observe urinary incontinence during your treatment of people with 
Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
19. How often do you observe nocturia during your treatment of people with Parkinson’s 
disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
20. How often do you observe nausea during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
21. How often do you observe loss of appetite during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
22. How often do you observe dizziness during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
23. How often do you observe fainting during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
24. How often do you observe confusion during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
25. How often do you observe terminal delirium during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
26. How often do you observe hallucinations during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
27. How often do you observe the levodopa withdrawal syndrome during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
28. How often do you observe shortness of breath during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
29. How often do you observe swallowing problems during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
30. How often do you observe sadness/grief during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
31. How often do you observe reduced physical activity during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
32. How often do you observe stiffness during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
33. How often do you observe slowness during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
34. How often do you observe tremors during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
35. How often do you observe apathy during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
36. How often do you observe excessive movements during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
37. How often do you observe response fluctuations during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
38. How often do you observe communication problems during your treatment of people with Parkinson’s disease in the terminal phase?
Never
Rarely
Sometimes
Often
Always
39. What does your treatment consist of in the terminal phase for people with Parkinson’s disease?
Please describe: ……………………………..
40. What difficulties do you experience in treating people with Parkinson’s disease in the terminal phase?
Please describe: ……………………………..
41. How do you manage antiparkinson medication (levodopa, dopamine agonists, anticholinergics, MAO-B inhibitors, COMT inhibitors) in the terminal phase for people with Parkinson’s disease?
Continue
Discontinue
Only discontinue if the patient can no longer swallow
Other: please describe:
42. Which medication treatment do you apply for extreme muscle rigidity in people with Parkinson’s disease in the terminal phase? (multiple answers possible)
Evaluate the medication schedule
Adjust medication
Levodopa dispersible
Levodopa rectal
Rotigotine patches
Apomorphine subcutaneous
Midazolam
Morphine
Other: please describe:
43. Which medical treatment do you apply for terminal delirium/confusion in people with Parkinson’s disease in the terminal phase? (multiple answers possible)
Clozapine
Quetiapine
Midazolam
Rivastigmine patch
Other: please describe:
44. Which medical treatment do you apply for agitation in people with Parkinson’s disease in the terminal phase? (Multiple answers possible)
Clozapine
Quetiapine
Midazolam
Rivastigmine patch
Other: please describe: 
45. Which medical treatment do you apply for levodopa withdrawal syndrome in people with Parkinson’s disease in the terminal phase? (multiple answers possible)
Crush and dissolve regular levodopa or dopamine agonist tablets
Adjust medication
Levodopa rectal
Duodopa pump
Apomorphine
Rotigotine patch
Midazolam
Other: please describe:
46. How do you manage the Duodopa pump in people with Parkinson’s disease in the terminal phase? (multiple answers possible)
Continue
Discontinue
Start with apomorphine
Consult with other practitioners, if so, with whom?
Other: please describe:
47. How do you manage the apomorphine pump in people with Parkinson’s disease in the terminal phase? (multiple answers possible)
Continue
Discontinue
Consult with other practitioners, if so, with whom?
Other: please describe:
48. How do you manage deep brain stimulation (DBS) in people with Parkinson’s disease in the terminal phase? (multiple answers possible)
Continue
Discontinue
Decrease
Increase
Consult with other practitioners, if so, with whom? Please describe:
Other: please describe:
49. How often have you used palliative sedation in the past 24 months for people with Parkinson’s disease?
Palliative sedation is the intentional lowering of a patient’s consciousness in the final stage of life. The goal is to relieve suffering (KNMG, guideline palliative sedation).
0
1 or 2 times
2 to a maximum of 5 times
6 to a maximum of 10 times
11 times or more
50. What was the average life expectancy of the patient with Parkinson’s disease you treated prior to starting palliative sedation?
2 days or less
3 days to a maximum of 2 weeks
Longer than 2 weeks
51. Which refractory symptom(s) led to the start of palliative sedation in people with Parkinson’s disease? (multiple answers possible)
Pain
Fatigue
Anxiety
Apathy
Shortness of breath
Existential problems
Desire to die
Motor restlessness
Terminal delirium
Loss of dignity
Fainting
Other: please describe:
52. To what extent were people with Parkinson’s disease able to participate in the decision to start palliative sedation?
Never
Rarely
Sometimes
Often
Always
53. Which type of palliative sedation did you apply in people with Parkinson’s disease?
Continuous
Intermittent
Both
Please explain: …………………..
54. Which medication do you use for palliative sedation in people with Parkinson’s disease? (multiple answers possible)
Midazolam
Morphine
Levomepromazine
Fentanyl transdermal
Diazepam rectal
Other: please describe:
55. What was the average effect of the palliative sedation you applied in people with Parkinson’s disease? (multiple answers possible)
Symptoms were completely suppressed
Symptoms were partially suppressed
Relatives were satisfied with the course of the terminal phase
Quality of dying
Other: please describe:
56. How did you manage the administration of fluids during palliative sedation?
Discontinue
Reduce
Continue
Other: please describe:
57. How did you manage the administration of nutrition (tube feeding) during palliative sedation?
Discontinue
Reduce
Continue
Other: please describe:
58. What type of burden did you experience regarding palliative sedation in patients with Parkinson’s disease in the terminal phase? (multiple answers possible)
Pressure from the patient
Pressure from relatives
Emotional burden
Uncertainty about technical execution
Uncertainty about mental competence
Uncertainty about continuing anti-parkinson medication
Time pressure
No burden
Other: please describe:
59. How well are you informed about the KNMG guideline on palliative sedation?
…………………………
60. Have you ever received a request for euthanasia from a patient with Parkinson’s disease/atypical parkinsonism?
Yes
No
61. How often have you received such a request in the past 24 months?
Once
2 to 3 times
3 to 5 times
More than 5 times
62. Is it possible that you will perform euthanasia in the future for a patient with Parkinson’s disease/atypical parkinsonism?
Yes, I think that is possible
No, but I will always refer these patients to a colleague
No, and I will never refer these patients to a colleague
Please explain: ………………
63. If a patient with Parkinson’s disease/atypical parkinsonism requests euthanasia, what are your next steps?
I do not provide assistance with euthanasia
Referral to a colleague (if so, to whom and for what reason?)
Referral to end-of-life clinic/expertise center for euthanasia
I perform euthanasia
Other: please describe:……………….
64. Do you think performing euthanasia by a physician is an acceptable course of action for people with Parkinson’s disease/atypical parkinsonism?
Yes, under certain circumstances
No, under no circumstances
Other: please describe: …………………….
65. What was the average life expectancy of your patients with Parkinson’s disease/atypical parkinsonism prior to performing euthanasia?
2 months or less
3 months to a maximum of 12 months
13 months to a maximum of 18 months
19 to 24 months
66. How well are you informed about the KNMG/KNMP guideline on euthanasia?
Not informed
Very minimal
Minimal
Reasonable
Good
Very good
67. What type of burden did you experience regarding a euthanasia request/procedure in patients with Parkinson’s disease/atypical parkinsonism in the terminal phase?
Pressure from the patient
Pressure from relatives
Emotional burden
Uncertainty about technical execution
Uncertainty about mental competence
Uncertainty about the euthanasia guideline
Time pressure
No burden
Other: please describe
68. Have you ever contacted one of the professionals listed below to discuss the terminal care of a patient with Parkinson’s disease? If so, with whom? (multiple answers possible)
No contact made
General Practitioner
Elderly Care Specialist
SCEN physician
Neurologist
Geriatrician
Palliative care consultant
Spiritual caregiver
Nurse
Nurse Practitioner
Palliative team
Psychologist
Psychiatrist
Other: please describe:
69. How often in the past 24 months was a patient with Parkinson’s disease in the terminal phase transferred to another care facility (such as a hospital, nursing home, or hospice) than the one you work in?
0 times
1 to a maximum of 4 times
5 to a maximum of 8 times
9 to a maximum of 12 times
13 times or more
70. To what extent do you experience coordination of care between the involved healthcare providers in the terminal phase for people with Parkinson’s disease?
None
Little
Regular
Much
Always
71. What could be improved in the organization of care regarding the terminal phase of people with Parkinson’s disease?
Please describe: …………………………
72. Do you have an interesting case you would like to share with us? If so, we would like to contact you for a telephone interview. For this, we ask you to provide your name and contact details.
Please describe: ………………………









